The housing status of persons with HIV/AIDS is a central issue in their care and prognosis. We conducted eight focus groups to explore the housing needs of special populations of persons with HIV/AIDS in New York State; these populations included substance users, ex-offenders, persons with documented histories of homelessness, and rural dwellers/migrant workers. For the focus groups, 52 participants were recruited from the clientele of health and social service agencies. A major theme was the potent effect that housing situations had on participants' health. Participants frequently attributed lowered T-cell counts and increased lethargy to the stress associated with governmental rules and paperwork. Lack of money, inadequacy of entitlements, and high costs of housing were the major barriers to securing stable and appropriate housing. Furthermore, participants experienced housing discrimination based on HIV status and experience with the criminal justice system or drugs.
INTRODUCTION

AND OVERVIEW
Adequate housing for persons with human immunodeficiency virus (HIV) disease greatly facilitates access to medical and social support services. Unstable housing situations undermine access to these services because they make it difficult to negotiate bureaucracies, file applications, and keep appointments.
This may be why unstable housing and homelessness have been associated with higher rates of health care utilization among persons with HIV/AIDS (acquired immunodeficiency syndrome) (PWHAs). 1' 2 National estimates suggest that as many as one-third to one-half of persons with AIDS are homeless or in imminent danger of becoming so. 3 Previous research about the housing needs of PWHAs in New York 4~ has not focused on talking to PWHAs who are most at risk for housing problems to ascertain the impact of these problems on them.
As part of an evaluation of the housing needs of PWHAs in New York State, we conducted eight focus groups in April and May 1996. 7 The groups were held to understand the housing problems of PWHAs at high risk for difficulties obtaining and maintaining suitable housing. Thus, while the groups were not selected to be an epidemiologic sample, they were chosen to represent populations identified by the New York State AIDS Housing Advisory Committee as having a great need for housing services, but for whom little housing information exists.
The groups included substance users, ex-offenders, persons with a documented history of homelessness, and rural dwellers/migrant workers.
The focus groups explored the following topics:
9 current housing status and issues associated with seeking housing assistance;
9 the relationship among HIV/AIDS, health, and housing; 9 housing needs, preferences, and obstacles.
METHODS
RECRUITMENT AND SELECTION OF PARTICIPANTS
Recruitment began with a mailing to 400 statewide HIV/AIDS providers identified from the New York State Department of Health AIDS Institute mailing lists and regional HIV/AIDS organizations. The mailing explained the research project and asked agencies to serve as "hosts" from which participants might be recruited.
The mailing also included a flyer to be posted or distributed to potential participants. The response was limited; accordingly, a telephone solicitation and/or follow-up call was done on a random basis to agencies located in areas of the state that did not respond to the mailing. Nine host agencies were secured, and participants were recruited for one pilot and eight focus group sessions.
Participants were recruited directly by agency staff or by self-referral to project staff from flyers posted in provider agencies. On being contacted, potential participants were screened to confirm that they were HIV positive and to assemble groups composed of the target populations. The number of participants per session was set at eight; random selection was exercised when a session had more than that number of interested participants. In all, 52 persons participated in eight focus groups, held in April and May 1996. The Appendix outlines how each group was recruited, when and where the groups convened, and characteristics of the participants. The composition of the focus groups included persons who, although self-selected, met the study's goal of representing the target populations.
The focus groups were conducted under contract with a private nonprofit agency specializing in HIV/AIDS provider training. Two senior social work staff from the agency managed the groups, although only one of the social workers facilitated a group at any given time. At the beginning of each group meeting, the purpose, format, and procedures for ensuring confidentiality were explained to participants. Each group began with an anecdote intended to put the participants at ease (we called it an "icebreaker"), such as asking participants to tell the group their favorite color and why, before the actual focus group began. All groups lasted 90 minutes. Transportation was provided for those who needed it. Participants were paid $40 at the conclusion of the session.
The focus groups were conducted using a standardized protocol developed for the project. The three general areas of inquiry were (1) responses that corresponded to these themes was recorded by project staff and was used to decide the organizing themes and subthemes that form the basis of this report. The transcripts were then reviewed again to identify quotations that most closely supported these themes, and the quotations were inserted into the report based on a consensus of project staff.
RE:SU LTS I~MPI RICAL FINDINGS
Description of the Sample. The Table illustrates responses to a brief survey administered prior to a group session. Given similarities among the groups, aggregated data for the 50 participants completing the surveys are shown. Thirty-six participants (72%) were between the ages of 30 and 50. The groups had 28 AfricanAmericans (56%) and 38 (75%) men. Twenty-two participants were asymptomatic (45%). The predominant functional limitations were in vision (n = 15; 30%), ambulation (n = 14; 28%), and stair climbing (n = 14; 28%). Slightly more than half the sample was single and had no children (n = 28; 56%), while 10% lived in households with children (n = 5).
Housing Status and Needs. Sixteen participants (32%) resided in specialized AIDS housing, 30% (n = 15) lived in private dwellings with subsidies, and 24% (n = projected a future need for it. In contrast, the 30% (n = 15) projected need for utility support and housing referral only exceeded the past need of 20% (n = 10).
Two-thirds of the sample had been homeless or had lived in a marginal or impermanent situation in the past 12 months, such as being in a doubled-up situation (n = 17; 34%), in a shelter (n = 14; 28%), in emergency housing (n = 10; 20%), and on the street (n = 8; 16%). The overwhelming housing preference among participants was for a private apartment or house. nity-based agencies were overwhelmingly viewed as more helpful than public agencies, which had a process of applying for benefits that was often lengthy, cumbersome, and, at times, demeaning. Church groups, AIDS organizations, and even the shelters were especially helpful in the rural areas, where they provided food and utility assistance.
The most common first step in finding help with housing was reaching out to a case manager. One man changed clinics to connect with a certain case manager who could secure housing for him. People frequently turned to family and friends, although one man poignantly told how his parents let him "rot in a nursing home." Other sources of help were parole case managers and even the Yellow Pages. Among the substance users, many learned about their HIV illness while being treated for drug addiction.
There was a high degree of stress from paperwork to qualify for and find housing. For instance, transferring benefits between counties was difficult, as explained by one man who attempted to move from an Arlington housing program to one in Niagara County. Since he was still being paid in Niagara County, he had to procure denial sheets from Arlington for supplemental security income (SSI), welfare, and disability. "It's very hard for us with the virus to go under that strain to go to welfare and get that paperwork.., it's very strenuous. I've been under a lot of strain the past few weeks. I was about to give up on my sobriety."
In terms of locating housing, a referral alone often was not sufficient. People found it helpful when agencies contacted prospective landlords for them and helped them make telephone calls to obtain benefits 9 The Long Island Association for AIDS Care was especially praised on this point. Participants were sometimes physically incapable of visiting potential residences on their own. A Buffalo resident with paralytic arthritis stated, "I had problems climbing the stairs to get on the bus and to get off the bus.., couldn't go to these places by myself 9 that was a real barrier in that program because they didn't have transportation to take me places."
Participants benefited when agencies recognized their multiple service needs.
A participant voiced appreciation that an agency realized that he needed more Increased caseloads, coupled with cutbacks of personnel and housing services, no doubt affected the focus group participants' experiences with these services 9
The DSS was universally seen as unhelpful. People felt that DSS forced them to contend with long lines, paperwork, and nastiness, only to be steered toward the worst housing options. People spoke of being shown dirty, drug-infested apartments that they were forced to live in until they could obtain Section 8
housing. Participants believed that unless they were assertive and specifically asked DSS about something, DSS would not help: "If you don't ask, the workers are instructed not to tell you about the benefits you're eligible for. The workers don't like their jobs and don't care." "A really bad experience," is how one woman described DSS; "every time I walked out of there, I walked out in tears."
Further, DSS's 45-day waiting period was declared aggravating and stressful 9
One woman felt that DSS imposed it because there are a lot of food pantries; if you have lights and gas, you can wait--it is not an emergency.
*A rent subsidy program to provide lower-cost housing.
In a discussion of DAS, the need for better staff education, to counteract prejudice and insensitivity, was suggested. One man complained about his caseworker, saying she began to "act like I was a disease. She would actually wear gloves around me. You know how I felt?... The papers I had, she would not touch them. I had to throw them in her face... A lot of these workers have no compassion. They need to get education on this or they shouldn't be working in that field." A woman said that her DAS counselor sexually harassed her by asking her explicit questions about sexual behaviors.
The 2-year waiting list for Section 8 housing was cited by participants in most of the groups as being unduly long and stressful. Once obtained, however, the Section 8 subsidy proved adequate to cover many persons' rents, although utility bills continued to be a problem. Still, it was surprising to hear that some people were fearful of putting their names on Section 8 or other housing assistance lists because they had little trust in the confidentiality laws. For example, one person said, "Buffalo, to me, is a very small and narrow-minded town.., you don't know who else is looking." Only after finding a doctor who would lie and enter a low T-cell count on the participant's record was the participant able to leave the shelter for a hotel. About being precluded from a certain building because he was not eligible for SSI, another commented, "You gotta be half dead until they give you $500." Another man, who was classified as handicapped and a senior citizen (he was 55 years old), felt that getting help depended on being in the right category.
Changes in Housing Situation Since HIV Illness Was Identified. Learning he was
HIV positive led one man to depression; he was "strung out," not able to work anymore, and finally not able to pay rent: "Before you know it, housing is a problem." An Elmira participant stated it clearly: "I would like to get back to work, but my illness has prevented me from doing this." For another man, learning that he was HIV positive made him realize that he needed support: "I need supported living to be healthy... I don't balance my budget well, I don't do my medication well."
Increased attention to hygiene and healthful habits was a common reaction to being diagnosed with HIV. Many participants mentioned that they cleaned their apartments constantly. One woman spends her own money on bottled water, fresh vegetables, and other healthy things that her congregate housing facility does not provide. Safety also becomes a concern. One man noted he did not want to be in a neighborhood in which he could be victimized because he had become very frail.
Overall, people who relied on public benefits prior to their illness felt that they had a wider range of housing options because of their HIV illness. However, one woman noted that "it's like you need a death warrant to get better housing ... can't get on SSI unless they think you are damn near crippled or have one T cell." People who had been working felt angry but resigned to the benefits they were receiving and felt that the system was "never gonna give you what you were earning to live. I live in the projects because I am HIV positive." A man receiving SSI who was unable to work stated that he was "maybe one or two rent hikes away from being on the streets again."
The HIV illness led participants to think about their future housing needs, with several stating that they had moved, or will need to move, into housing that could accommodate progressive disability. An arthritic woman who can no longer manage stairs is forced to negotiate them on her knees, with a pillow. Those living conditions, they can actually kill us." (To this, several others agreed that they would rather live on the street than in the hotel.)
The need for money, loss of a job, and dependence on subsidies and "handouts" created considerable stress. Comments about stress were telling:
I'm under 200 .... I don't need this. One day I spent 4 hours on the phone trying to figure out where my rent money was. I have four or five counselors who should have done this job.
The longer I was homeless, the less I felt about George .... I know my T cells dropped drastically when I was outside .... A roof over my head relieves the stress along with the no place to cook.
You have to rob Peter to pay Paul. You have to put rent first, but don't have enough to pay all your utility bills. Not having money increases your stress, which affects your general well-being.
Not having adequate cooking facilities was particularly a problem in the New York City group. A hotel resident explained: "Now I eat less, and the money they give me goes faster because I have to buy the food outside." Another resident complained: "People who are HIV positive have to have cooking facilities 9 We're suppose to have them. Lots of hotels don't do that, and they're beating the system."
Having enough money to pay for utilities and transportation to medical care were also issues 9 "We have to be able to keep our apartments heated. 9 to be able to cook, eat, and operate any machinery, such as an oxygen tank, which you might need to survive." The lack of adequate heat was often reported by upstate participants, many of whom reported that they got sick during the winter because of it. Living far from medical care was a hardship in all the groups. In the upstate areas, people mentioned $40 and $50 trips to see their doctors.
Supportive housing programs appeared to ameliorate many of these problems.
On the positive side, people in supported living situations appeared to benefit greatly from them. A halfway house resident commented that prior to moving there he had been losing weight, but now he feels healthier.
Discrimination. Discrimination, especially by landlords and realtors, was a major barrier to securing and maintaining housing. "I always felt that there was more going on," explained one man. "The real estate agents were fine on the phone, but once they saw how sick I was, they rushed me through the process. Discrimination in employment, making it difficult for people to become selfsufficient, as well as discrimination against ex-offenders and drug users, also limited housing options. One New York City participant stated: "I don't want to get money just from the government. I want to get my own thing." As soon as prospective employers learned of his HIV status, however, they did not offer him the job. Similarly, several ex-offenders had been refused housing once a prospective landlord learned that they had been incarcerated. They found it difficult to avoid their jail/prison history when asked about previous housing.
A long drug history has definitely been a factor in determining housing location according to one man, who commented sarcastically:
Well, as long as we give him a bed and four walls and he's dry, he should be happy to get that. But the whole point of drug rehabilitation is to give me a better life. Ten years ago I had a better life when I was a functioning addict than I have now. I was teaching in a college, I was making 60 grand a year .... Now, 10 years down the road, I have a hotel room that DAS still hasn't given me my finances for, so I'm living on $19 every two weeks and $141 worth of food stamps. So, I think they have discriminated against me besides the HIV because they think I don't deserve it or because they think I'm not capable of it.
Lack of Government Concern. There was a shared sentiment that public agencies did not care where participants lived and exercised little oversight over the sites. 9 housing to accommodate progressive disability, incIuding access to home health services if necessary 9 proximity to medical care, transportation, groceries, and the like 9 housing that is not based on poverty level 9 security and safety 9 inspection and oversight of housing 9 coordination of all housing-related services for which people are eligible Finally, we were impressed by participants comments' about the need for confidentiality and dignity. Dignity and confidentiality can be maintained by grocery stores that deliver, as underscored by one woman, who was so embarrassed when a supermarket did not take her food stamps that she had to walk to the other side of town. "I think dignity has a lot to do with this disease, knowing that housing isn't in a sewer-ridden area," commented a participant.
Stated another: "I want to die with dignity. I don't want to die in the street.
Nobody asked for this disease."
CONCLUSION
We conducted a series of eight focus groups with PWHAs; the groups included substance users, ex-offenders, persons with a documented history of homelessness, and rural dwellers/migrant workers. The groups' housing needs were substantial, as evidenced by the pregroup surveys. Two4hirds had been homeless or lived in a transient setting within the past year, while one-third had needed emergency shelter.
Despite the diversity of the groups, many of their issues were remarkably similar. All groups spoke about the potent effect of their housing situation on their health. Many attributed lowered T-cell counts and increased lethargy to stress associated with governmental rules and paperwork. Another major theme was the lack of money and the inadequacy of the entitlements. According to the pregroup surveys, nearly half (46%) of the participants needed rental support in the past year. Not surprisingly, the high cost of housing was mentioned in every group.
Discrimination based on HIV status, as well as experience with the criminal justice system or drugs, made it difficult for many people to obtain apartments.
Participants reported being asked about their HIV status when applying for apartments and being asked to leave once their status became known. Finally, it became clear that drug treatment plays a critical role with regard to housing.
Many participants cited continued drug use as the reason for losing housing.
Entering drug treatment, on the other hand, was often identified as a turning point and an opportunity to begin taking care of oneself. Rochester, NY. Population: ex-offenders, substance users. This focus group was held at the same agency as the other Rochester group. The recruitment process was the same, except that this group was drawn from participants in their inpatient detoxification program. Of the six participants, three were women.
Rochester, NY. Population: substance users, ex-offenders, homeless. This group was held at a multi-service health agency. A case manager recruited clients receiving a range of agency services (i.e., housing, drug, rehabilitation, etc.). Of the seven participants, four were women.
Syracuse, NY. Population: substance users, homeless. This session was held among residents of a residential program for persons with AIDS at the facility.
A staff person recruited participants. All eight participants were men.
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